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Abstract 
This paper presents preliminary results of an extensive measurement of conditions and factors shaping the QoL of people caring 
for a family member with (severe) disabilities. The control group represented persons caring for a child without a disability.
Research has demonstrated significant differences in 47 of the 49 measured characters. In this paper, attention is paid to the 
comparison of the so called model person, ie comparing modus values measured in both groups. Even this indicator, despite the 
necessary degree of simplification, confirms the substantial differences in life (quality of life) of people caring for a family 
member with disabilities compared to the general population. By comparing the above values we can also trace critical areas of 
life for the monitored group of people. 
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1. Introduction
The submitted results are segments of the extensive research of the quality of life of people caring for a family
member with a severe disability (the VO), which was in the years 2009 to 2011 carried out in the Czech Republic as 
part of the research supported by the Grant Agency of the Czech Republic (quality of life of people caring for a 
family member with severe disabilities 406/09/0177). The first results were published in the paper for a conference 
ICEEPSY in 2012. (Michalik, J., Valenta, M. 2012). In this essay, we return to the two reference files of 
respondents (persons caring for a family member with a severe disability and carers of a child without a disability) 
and bring another way of interpreting the measured results. It is the comparison of the so called typical or model 
carer. 
Further in the introduction, we state that the concept of quality of life (QoL and HRQoL further - only if it is
somewhere) is not uniformly accepted, primarily because of its multidimensionality of perception and examination. 
The authors perceive it for research purposes as a complex of internal and external conditions of life of the 
individual. From the perspective of general interest as well as from the point of scientific interest we meet with the 
© 2015 The Authors. Published by Elsevier Ltd. This is an open access article under the CC BY-NC-ND license 
(http://creativecommons.org/licenses/by-nc-nd/4.0/).
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theme of quality of life in a number of fields: for example, in philosophy, sociology, ecology, economics, social 
work, medicine, pedagogy, psychology, anthropology, biology, demography, and many others. Mostly it is the fields 
which deal with man, his life or the effects of general problems of society on human life. Cf work, eg. in the works 
of Emerson, Hatton, Blachère, 2007, J Intel, Emersen, Graham, Blachère, 2010. Payne, J. et. al. 2005 and others. 
The aim of our approach is to confirm or disprove the expected differences in the perception of elements shaping 
the aggregate quality of life in both monitored groups. 
 
1.1 Group of carers 
Research population was chosen from the basic population of persons caring for a person with severe health 
disability on the territory of the whole CR. For the purposes of the given research the severe health disability was 
defined as a disability that corresponds with classification level „strong dependency“ and „total dependency“ (level 
III and IV) on the care according to classification system arising from the law about social services in CR.* It 
concerns people who out of 18 tasks regarding care for themselves (e.g. prepare meals, wash their bodies, get up 
from bed, go upstairs) and out of 18 tasks of self-reliance (communication, money handling, clothes mending) do 
not manage in III. level 24 and in IV. level of dependency on care 31 tasks. Then it is possible to declare them as 
persons with severe disability.† 
The total of 1 106 questionnaires were distributed by workers in social departments in municipal authorities of 
municipalities with extended authority. In the given period – till the end of March 2010, 519 legally filled in 
questionnaires returned. 
Such composition of respondents was reached that it confirmed a highly stratified (partially also proportional) 
selection. 
  
1.2 Control group persons 
If in case of the carers a high level of territorial representativeness was reached, then in case of the control group 
respondents’ selections it was different regarding the extent of procuring and logically the researched sample far less 
represents opinions of the basic group of persons. Nonetheless, we believe that the obtained results from the control 
group (see further) are sufficient for conducting a meaningful comparison. Participant were chosen randomly from 
students of the combined form of studying at UP in Olomouc. The characteristic of the basic sample of the control 
group in general features (see further) corresponded with carers regarding the sex of respondents (women prevailed). 
Distribution of the measuring tool was carried out in September and October 2011. 
The basic requirement on the research participants was formulated this way: a person that cares for a child in a 
household (family), but does not care for any family member with severe disability at the same time. The addressed 
persons were students from the total number of app. 510 from whom, however, persons without children did not 
take part in filling out. Thus, in total 305 questionnaires was evaluated from the respondents of the control group. 
 
Tab.1 Characteristics of respondents of the researched groups 
CARERS CONTROL GROUP 
SEX OF RESPONDENTS  
440 women (85%),  
77 men (15),  
0 persons (0%) did not fill in sex. 
259 women (85%),  
39 men (13%),  
7 persons (2%) did not fill in sex. 
THE MOST CARING PERSON IN FAMILY 
340  women: 65,51 %,  
44 men: 8,29%, 
87 take turns:  16,8%,  
46 did not respond: 9,4%.  
Women: 137 (45%). 
Men: 4 (2%). 
Take turns: 111 persons (36%). 
Did not respond: 53 persons (17%). 
LENGTH OF CARE FOR FAMILY MEMBER 
 
 
* Law No. 108/2006 Coll. about social services 
† Dividing to to four levels correspond to methodology brought by the International Classification of Functioning, Disability and Health (ICF), 
WHO. available on  http://www.who.int/classifications/icf/en/ 
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up to 5 years: 151 persons (29,1%), 
up to 15 years: 213 persons (41%), 
up to 25 years: 102 persons (19,7%), 
over 25 years: 46 persons (8,9 %), 
Did not respond: 7  persons (1,3 %). 
more than 10 years: 62% 
less than 10 years: 30% 
Did not respond:  8 % 
 
AGE OF RESPONDENTS  
up to 30 years:  11 persons (2,1%), 
up to 50 years: 242 persons (46,6%), 
up to 70 years: 226 persons (43,5%), 
over 70 years: 38 persons (7,3%) 
Did not respond: 2 persons (0,4%). 
up to 30 years: 55 persons (18%), 
up to 50 years: 231 persons(76%),  
up to 70 years:11 persons (4%), 
Did not respond: 8 persons (2%). 
EMPLOYMENT 
Full-time: 77 persons (14,8%),  
Part-time: 46 persons (8,9%) 
Without employment: 383 persons (73,8%), 
Did not respond: 13 persons (2,5%). 
Full-time: 276 persons (90%),  
Part-time: 8 persons (3%),  
Without employment: 18 persons (6%), 
Did not respond: 3 persons (1%). 
FAMILY STATUS 
Single: 36 persons (6,9%), 
Married: 399 persons (76,9%), 
Divorced: 65 persons (12,5%), 
Did not respond: 19 persons (3,66%). 
Single: 27 persons (9%), 
Married: 247 persons (81%),  
Divorced: 23 persons (8%), 
Did not respond: 8 respondents (2%). 
 
2. Study methodology 
A quantitative survey methodology built on a selection of high representative sample of probands, the 
questionnaires and statistical processing of data with sorting the first and second stage and the determination of the 
statistical significance of the data collected (chi-square-Pearson coefficient) was chosen.  
The used measuring tool was designed by the authors of the survey based on critical analysis and comparison of 
questionnaires used abroad (HRQoL - WHOQOL-BREF, SF-36) and empiricism of the principal investigator of the 
grant scheme (ie direct parental experience). The questionnaire included, in addition to demographic items, 55 items 
grouped into ten parts according to their nature. These were the groups focused on the evaluation of the changes that 
have occurred in a particular time period in the past, the assessment of the current situation and the feelings and 
attitudes toward the future and in relation to health-related aspects (eg, number of physician visits in the last six 
months) , psychological aspects (optimism, fatigue, hopelessness, stability ...), social (leisure, interaction at home 
...), partner and family (number of sexual encounters, relationship stability ....) economic, spiritual (faith 
experience). 
One of the results of the analysis of our survey was the calculation of modus, the value of a character that appears 
in the research group with the highest relative frequency. With its help typical representatives of each group were 
modelled for both examined groups- caring group and control group whose characteristics were presented above. 
The concept a model person represents values which in the given area and group of respondents were chosen by 
the largest part – i.e. as an expression of the so called mode (the value that occurs in the measured group the most 
frequently). 
We are aware of the fact that this is a considerable simplification of individual facts, not to compete with 
personal experience and the unique destiny of individual carers. Yet the accumulated typical characteristics of the 
two groups observed have a significant explanatory value.  
Even while respecting all the above limitations, however, it is possible to consider the further processed overview 
for sui generis another look "inside" of examined issues. 
Even for carers (as well as members of the control group) may be an interesting comparison with central values 
reported by other respondents in each group. Based on results of quantitatively oriented survey (predominant 
relative frequency the individual observed characters) we set the following parameters - characteristics for model 
persons caring for a family member with severe disabilities and a model person - a member of the control group. 
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The author will send the complete datasets of sorting the first and second stage, including hypotheses and their 
verification and correlation coefficients to interested parties on request. 
3. Results 
Following tab. 2 shows middle values measured in a group of caring persons and control group in monitored items.  
 
Tab. 2 Median (middle values) measured in a group of caring and of control group 
0 Demographic data about respondents Carer  Control 
1.1 Sex  woman woman 
1.2 Maritial status married married 
1.3 Size of the municipality in which the respondent lives up to 5 thousand inhabitants 
up to 5 thousand 
inhabitants 
1.4 Age  31 - 50 years 31 - 50 years 
1.5 Highest level of education high school high school 
A Changes over the past five years for psycho-spiritual indicators - specifically in the area of:   
2.1 altruism (readiness to help others) increased  increased  
2.2 tolerance to other people remained the same increased 
2.3 peace and serenity decreased increased 
2.4 faith in human solidarity remained the same remained the same 
2.5 life optimism snížil se remained the same 
2.6 spirituality (experience of faith and spirituality) remained the same remained the same 
2.7 humility to what life brings remained the same increased 
B Changes over the past five years for felt emotion and bodily sensations - specifically:    
3.1 loss of feeling that I have things under control rarely rarely 
3.2 massive onset of depression and hopelessness rarely rarely 
3.3 feeling of exhaustion often rarely 
3.4 loss of the ability to enjoy free time often rarely 
3.5 loss of the ability to rejoice rarely rarely 
3.6 loss of personal life perspectives often rarely 
C changes in family and personal indicators – specifically: 
4.1 my isolation from other people has increased                      yes no 
4.2 my health has deteriorated rather yes not changed 
4.3 economic level of family has deteriorated rather yes rather yes 
4.4 relationship among family members has deteriorated remained the same improved 
4.5 social family life deteriorated not changed 
4.6 I feel the events of recent years have enriched me do not know yes 
4.7 I feel proud of what I achieved in life yes rather yes 
D Spousal or partner relationships: 
5.1 who cares the most for the person / children                              woman  woman 
5.2 existing care for a family member / children has / had on no no 
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our relationship negative influence 
5.3 existing care for a family member / children has united and 
strengthen out relationship rather ano rather ano 
5.4 have / had enough time for each other rather no rather no 
5.5 care for …. was the substantial cause of my marriage/ 
relationship breakdown no no 
5.6 relationship to the person/ child  I care for is the most 
important in my life                yes yes 
E More support I would welcome: 
6.1 in counselling yes rather know 
6.2 in finance (benefits, allowances) yes ne 
6.3 in the possibility of relaxation and rest  yes yes 
6.4 from close people yes rather yes 
6.5 at work from employer  (fills only employees)                          no response yes 
6.6 in terms of housing  yes rather yes 
F Various aspects of life in the quantitative data: 
7.1 the number of visits of respondent to the doctor for the last 
six months 1 - 2 1 - 2 
7.2 average monthly income per family member (salary, 
benefits, allowances) 7001 - 10000. Kč 7001 - 10000. Kč 
7.3 the number of whole days in the last six months, the 
respondent had free time 0  21 – 50  
7.4 the average number of sexual intercourses with a partner in 
the last six months 
fewer than 1x in a 
month 
fewer than 1x in a 
month 
7.5 hours of uninterrupted sleep a day (at present) 6 - 8 hours 6 - 8 hours 
G Overall evaluation - present and future 
8.1 generally I feel happy at present a little very 
8.2 expectations to the future I fear it half look forward to 
 
4. Discussion  
Within results we indicated in bold situations where the responses of model persons in a given area did not differ. 
To begin with let us recall the results of quantitative measurements. For the overwhelming majority of monitored 
items (47 of 49), we observed statistically significant differences in the responses of respondents in both groups at a 
significance level of 0.05, and the same differences in 41 items also at a significance level 0.01. It thus confirmed 
the expected hypothesis of fundamental differences in the perception of the elements that shape the quality of life in 
both groups of respondents. 
Here we see another way of looking at the situation of caring respondents, compared with the general situation of 
de facto "general population", here represented by members of the control group (with the limits given by 
composition).  
We note that the model carer for both groups is a married woman, living in a small village up to 5 thousand 
inhabitants. She is middle-aged (between 31 and 50 years of age) and has a high school education. In other words - 
in both groups, we collected data from demographically almost identical groups of respondents. 
In the area of the so-called Psychospiritual indicators (part A of the table) there is an identical increase in the 
level of altruism (readiness to help) for both model individuals, as well as their faith in human solidarity and level of 
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spirituality (experiencing faith and spirituality) consistently remained the same. 
However, the model carer states that the degree of tolerance towards other people did not change (remained the 
same), a person in the control group observed increase in the tolerance. If the carer observes reduction of calm and 
serenity, then the person in the control group talks about the increase of this feeling. And finally, in manifestations 
of the feeling "life optimism" caring person says that this has decreased, while in case of those in the model control 
group the feeling remained the same. Similarly, regarding the "humility to what life brings" the model caring person 
says that does not record any change, while a person in the control group believes that this characteristic has rather 
increased over the years.  
When people describe the changes that have occurred to them during the last five or ten years, then we also 
observe major differences already in here, to a certain extent concisely reported, central values. Basically, in the 
areas listed in Part B the model person in the control group records all therein states only as "rarely". On the 
contrary, the model carer "often" experienced a feeling of great fatigue; “often” lost the ability to enjoy leisure time, 
as well as “often” loses personal life perspectives. 
For monitored changes in family and personal indicators (Part C) we state that the model carer reported in all 
items in the central value "one or two degrees" worse than the model person from the control group. The carer 
confirms that its isolation from other people has increased during care, unlike the person in the control group that 
states that does not consider herself to be isolated at all. The carer confirms a slight worsening of health condition, a 
person from the control group considers it to be unchanged. The carer notes that relations between family members 
(during treatment) remained the same; the person in the control group believes that they have improved. The social 
life of the carer (her family) has worsened while the person from the control group most commonly stated that this 
indicator of the quality of life has not changed in her case. If the model carer is to indicate whether she feels that the 
new situation (care for a family member with a severe disability) has enriched her, then there is apparent 
embarrassment over grasping such a claim, and selects the answer "do not know". 
The person from the control group feels the events of the last few years (studies, care for a healthy child) have 
enriched her. The carer manifested pride over what she achieved by the care, the person from the control group 
showed mild pride over what she achieved in recent years. 
In the area of marital and partner relationships (Part D) the model person is a woman in both groups as the most 
caring person. This woman believes that the current care of a family member (whether with disabilities or a child in 
the control group) did not have a negative impact on her relationship with a partner, on the contrary, that the current 
care "rather strengthened" her partner relationship. In doing so (seemingly illogically) both carers consistently say 
they do not have enough time with a partner for one another. Finally, both the persons (model person in both groups) 
confirmed that the relationship to the person they care for is the most important thing in life for them. 
If the model person for carers advocates for the need of a higher level of support in various areas (part E), then all 
monitored items (with the exception of support from employers - because the person does not work so she does not 
comment on with the need of of this support at all) the model person feels the lack of support and feels so even in 
counselling, financial support, opportunities for rest or support of close relatives, and better housing.  
The model person in the control group rather does not need the support in counselling, definitely does not need 
more financial support and only "slightly" needs better conditions in the housing sector. Consistently with the carer 
requires a greater degree of rest and relaxation and definitely requires better support at work from the employer. 
In the section that monitored the "objective" quantitative data on the frequency of selected events for the last six 
months (Part F) there is clearly visible the difference between model entities in the "number of the whole days off 
for the last six months." For carers indicated no day off, with model control group, the number of the person´s days 
off was at an interval of 21-50 days. 
The differences are also observed in the model of a carer and control group person in the perception of happiness 
(Part G). The carer currently feels a little happy while the control group person feels very happy. Still greater 
differences are found in the expectations to the future, where a control group person is rather (or medium) looking 
forward to the future, while the typical caring person fears the future. 
 
5. Conclusion 
The comparison of the central values of the respondents' answers to individual items also, albeit from a different 
perspective, documents differences in experiencing life situations (quality of life) of people in both groups. It 
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confirms the presence of a higher rate of "negative impacts and socio-psychological phenomena," in the large part of 
carers, in contrast to those of the control group. The measured values provide the necessary information especially 
to workers in helping professions who work for families of carers and the persons themselves. It is shown by critical 
indicators that signal trouble spots in the QoL of these people and thus allow to focus on prevention and, if 
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